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   Growing	  evidence	  suggests	  that	  preparedness	  for	  death	  can	  lead	  to	  positive	  outcomes	  for	  the	  dying	  and	  for	  the	  bereaved.	  	  Preparatory	  grief,	  grieving	  one’s	  own	  death	  before	  it	  occurs,	  is	  grossly	  understudied.	  More	  research	  is	  necessary	  in	  order	  to	  understand	  the	  needs	  of	  the	  dying	  and	  to	  design	  more	  effective	  support	  systems	  to	  meet	  those	  needs.	  Within	  the	  next	  few	  decades	  a	  significant	  increase	  in	  the	  number	  of	  individual’s	  living	  with	  long-­‐term	  terminal	  illness	  and	  in	  need	  of	  end-­‐of-­‐life	  care	  is	  virtually	  inevitable.	  	  Current	  support	  systems	  may	  be	  outdated	  and	  thus	  inappropriate	  for	  these	  individuals.	  This	  thesis	  reviews	  relevant	  literature	  regarding	  death,	  dying,	  loss,	  bereavement,	  preparatory	  grief,	  anticipatory	  grief,	  and	  existing	  social	  support	  for	  people	  diagnosed	  with	  terminal	  cancer.	  The	  research	  presented	  lays	  the	  foundation	  for	  a	  study	  intending	  to	  measure	  the	  impact	  of	  current	  support	  groups	  for	  people	  with	  terminal	  cancer	  on	  preparatory	  grief.	  Mystakidou’s	  Preparatory	  Grief	  in	  Advanced	  Cancer	  Patients	  (PGAC)	  scale	  could	  be	  used	  to	  record	  a	  baseline	  of	  preparatory	  grief	  in	  people	  diagnosed	  with	  terminal	  cancer	  before	  they	  have	  sought	  any	  kind	  of	  support	  and	  then	  used	  again	  to	  longitudinally	  measure	  preparatory	  grief	  over	  time.	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   Overall,	  preparatory	  grief	  has	  been	  neglected	  by	  scholars	  and	  researchers	  until	  only	  recently.	  “Grief	  work,”	  a	  term	  for	  processing	  and	  accepting	  loss,	  was	  for	  some	  time	  the	  exclusive	  domain	  of	  those	  who	  had	  survived	  death.	  Now	  the	  term	  is	  being	  more	  broadly	  applied	  to	  different	  kinds	  of	  grief,	  which	  has	  expanded	  the	  perspective	  of	  death	  and	  dying.	  While	  this	  field	  of	  study	  is	  growing,	  many	  still	  shy	  away	  from	  these	  topics.	  The	  need	  for	  research	  on	  preparatory	  grief	  has	  never	  been	  greater.	  	  	  	  








Department	  of	  Economic	  and	  Social	  Affairs,	  World	  Population	  Prospects:	  The	  2012	  
Revision,	  n.d.).	  More	  than	  half	  of	  Americans	  already	  use	  hospice	  care	  at	  least	  briefly	  over	  their	  lifespans	  (Lynn,	  2005)	  and	  many	  more	  are	  predicted	  to	  follow	  due	  to	  an	  aging	  population	  and	  their	  increased	  risk	  of	  long-­‐term,	  fatal	  illnesses.	  	  	  	   In	  2012,	  the	  American	  Cancer	  Society	  predicted	  that	  1,638,910	  new	  cases	  of	  cancers	  would	  be	  diagnosed	  in	  America	  (American	  Cancer	  Society,	  Cancer	  Facts	  and	  




Advanced	  cancer	  and	  psychological	  care	  	   Changing	  causes	  of	  death	  and	  trajectories	  of	  decline	  are	  a	  direct	  result	  of	  improved	  medical	  technology.	  As	  medicine	  continues	  to	  advance	  it	  is	  to	  be	  expected	  that	  people	  will	  live	  longer	  and	  healthier	  lives.	  However,	  the	  changes	  these	  advancements	  bring	  about	  in	  the	  dying	  process	  cannot	  be	  ignored.	  End-­‐of-­‐life	  care	  must	  continue	  to	  evolve	  to	  reflect	  developments	  in	  medicine.	  Part	  of	  this	  change	  must	  include	  psychological	  care	  that	  is	  designed	  for	  people	  with	  chronic	  and	  eventually	  fatal	  illnesses	  like	  cancer.	  	  	   Research	  has	  found	  that	  symptoms	  related	  to	  existential	  concerns	  and	  psychological	  distress	  are	  more	  prevalent	  in	  people	  with	  advanced	  cancer	  than	  physical	  pain	  and	  other	  physical	  symptoms	  (Breibart,	  2002).	  Rates	  of	  anxiety	  and	  depression	  are	  sometimes	  difficult	  to	  estimate	  in	  people	  with	  terminal	  cancer	  due	  to	  resemblances	  in	  symptoms	  between	  these	  psychological	  disorders	  and	  the	  side	  effects	  of	  being	  treated	  for	  cancer,	  such	  as	  fatigue,	  loss	  of	  appetite,	  and	  changes	  in	  sleep	  patterns.	  However,	  reported	  rates	  of	  these	  psychological	  disorders	  among	  people	  with	  terminal	  cancer	  can	  range	  as	  high	  as	  49%,	  and	  in	  some	  cases	  75%	  (Nordin,	  Berglund,	  Glimelius,	  &	  Sjödén,	  2001).	  Compared	  to	  a	  roughly	  6.7%	  rate	  of	  depression	  and	  18.1%	  rate	  of	  anxiety	  in	  the	  United	  States	  population	  aged	  18	  and	  older	  (National	  Institute	  of	  Mental	  Health,	  The	  Numbers	  Count:	  Mental	  Disorders	  in	  






























evidence	  that	  the	  official	  notification	  of	  a	  terminal	  diagnosis	  can	  be	  so	  traumatic—trauma	  here	  being	  defined	  as	  an	  uncontrollable	  and	  terrifying	  life	  event—that	  in	  addition	  to	  experiencing	  preparatory	  grief,	  a	  person	  may	  develop	  symptoms	  of	  post-­‐traumatic	  stress	  (Presberg	  &	  Kibel,	  1994).	  	  
	  












	   Parkes	  and	  Weiss	  contend	  that	  preparation	  before	  death	  can	  be	  useful,	  but	  it	  may	  not	  be	  due	  entirely	  to	  preparatory	  grief	  itself	  but	  instead	  other	  psychosocial	  processes	  (Mystakidou	  et	  al.,	  2005).	  	  Levy	  argues	  that	  preparatory	  grief	  is	  in	  fact	  maladaptive	  as	  it	  is	  positively	  correlated	  with	  depression	  and	  anxiety,	  suggesting	  that	  it	  may	  be	  a	  risk	  factor	  for	  poor	  adjustment	  (Mystakidou	  et	  al.,	  2008).	  However,	  Parkes	  and	  Weiss	  found	  that	  when	  a	  person	  has	  been	  aided	  in	  expressing	  their	  grief	  over	  losses	  which	  occur	  early	  on	  in	  an	  illness,	  they	  are	  more	  likely	  to	  be	  able	  to	  cope	  effectively	  with	  the	  next	  loss	  (Mystakidou	  et	  al.,	  2005).	  For	  the	  dying,	  effective	  coping	  includes	  constructive	  emotional	  expression,	  managing	  physical	  symptoms,	  and	  maintaining	  realistic	  optimism	  about	  what	  remains	  of	  life	  (Spiegel	  &	  Yalom,	  1978).	  It	  seems	  that	  the	  management	  of	  preparatory	  grief	  is	  crucial	  for	  effective	  coping	  and	  healthy	  adjustment.	  	  




























diagnosis	  has	  been	  well	  documented	  (Spiegel	  &	  Yalom,	  1978;	  Presberg	  &	  Kibel,	  1994;	  Lam	  et	  al.,	  2013;	  Murray	  &	  Wright,	  2012;	  Periyakoil	  &	  Hallenback,	  2002;	  etc.).	  However,	  no	  published	  research	  is	  available	  on	  the	  effect	  of	  support	  groups	  on	  preparatory	  grief.	  This	  thesis	  is	  an	  attempt	  to	  satisfy	  the	  growing	  need	  for	  preparatory	  grief	  support,	  including	  reviewing	  existing	  literature,	  creating	  a	  theoretical	  framework,	  and	  proposing	  research.	  	  	  












	   Preparatory	  grief	  is	  not	  yet	  and	  should	  not	  be	  considered	  a	  psychological	  disorder.	  It	  does	  not	  appear	  in	  the	  Diagnostic	  and	  Statistical	  Manual	  of	  Mental	  Disorders,	  it	  has	  no	  diagnostic	  criteria,	  and	  it	  has	  no	  prescribed	  treatment.	  Instead	  of	  conceiving	  preparatory	  grief	  as	  a	  problem	  or	  sickness	  which	  must	  be	  somehow	  be	  got	  rid	  of,	  positive	  psychology	  suggests	  that	  it	  should	  instead	  be	  thought	  of	  as	  normal	  reaction	  to	  an	  extraordinary	  circumstance.	  This	  allows	  for	  the	  focus	  of	  the	  person	  who	  has	  been	  diagnosed	  with	  a	  terminal	  illness,	  their	  medical	  team,	  and	  their	  community	  of	  family	  and	  friends	  to	  remain	  focused	  on	  goals,	  well-­‐being,	  satisfaction,	  happiness,	  interpersonal	  skills,	  perseverance,	  talent,	  and	  wisdom	  (Maddux,	  2008).	   	  





	   Whether	  or	  not	  people	  with	  terminal	  illnesses	  qualify	  as	  needing	  extended	  protections	  in	  research	  due	  to	  potentially	  increased	  physical,	  emotional,	  and	  psychological	  fragility	  as	  a	  result	  of	  serious	  illness	  is	  a	  subject	  of	  much	  contention.	  Koenig	  et	  al.	  argue	  that	  “it	  is	  ethical	  to	  ask	  dying	  patients	  to	  accept	  greater	  risk	  of	  participation”	  in	  qualitative	  study	  of	  end-­‐of-­‐life	  care	  because	  they	  are	  less	  likely	  to	  suffer	  any	  negative	  outcomes	  of	  “therapeutic	  misconception”	  (2003,	  p.	  S48).	  	  Fortunately,	  there	  is	  little	  personal	  risk	  involved	  in	  this	  experiment.	  	   Preparatory	  grief	  has	  not	  yet	  been	  studied	  within	  the	  context	  of	  support	  groups	  for	  people	  with	  terminal	  cancer.	  That	  said,	  the	  benefits	  of	  support	  groups	  across	  physical,	  emotional,	  intra-­‐	  and	  interpersonal,	  and	  spiritual	  domains	  have	  already	  been	  established	  (Breibart,	  2002;	  Classen	  et	  al.,	  2001;	  Lam	  et	  al.,	  2013;	  Presberg	  &	  Kibel,	  1994;	  Spiegel,	  1995;	  Spiegel	  &	  Yalom,	  1978).	  	  The	  evidence	  suggests	  that	  conducting	  a	  study	  in	  which	  participants	  are	  randomized	  into	  either	  a	  control	  group	  with	  no	  support	  group	  intervention	  or	  an	  experimental	  group	  with	  a	  support	  group	  intervention	  could	  potentially	  harm	  the	  participants,	  rendering	  the	  study’s	  design	  unethical.	  	  
	  




or	  experimental	  treatment”	  (Fitz-­‐Gibbon	  &	  Morris,	  1987,	  p.	  86).	  A	  non-­‐equivalent	  control	  group	  design	  allows	  participants	  to	  self-­‐determine	  which	  condition	  they	  would	  like	  to	  be	  in.	  Pre-­‐	  and	  post-­‐tests,	  in	  this	  experiment	  conducted	  with	  the	  Preparatory	  Grief	  in	  Advanced	  Cancer	  patients	  (PGAC)	  scale	  (Mystakidou	  et	  al.,	  2005),	  allow	  for	  comparisons	  to	  be	  made	  not	  only	  inter-­‐condition	  populations	  but	  also	  intra-­‐condition	  populations	  before	  and	  after	  an	  intervention,	  in	  this	  case	  a	  support	  group	  for	  people	  with	  terminal	  cancer.	  See	  Figure	  1,	  adapted	  from	  How	  to	  
Design	  a	  Program	  Evaluation	  (Fitz-­‐Gibbon	  &	  Morris,	  1987,	  p.	  86).	  	  	  
Figure	  1	  	  	   Time	  
Condition	   Pre-­test	   Intervention	   Post-­test	  Experimental	   Intake	  survey	   PGAC	   Formal	  cancer	  support	  group	   PGAC	   Follow-­‐up	  Control	   Intake	  survey	   PGAC	   X	   PGAC	   Follow-­‐up	  	  
	  




terminal	  illnesses,	  including	  cancer.	  A	  larger	  sample	  size	  is	  advantageous	  when	  studying	  this	  population,	  as	  experimental	  mortality	  tends	  to	  be	  high	  among	  samples	  of	  people	  who	  are	  very	  sick.	  	  Excluding	  participants	  who	  have	  already	  begun	  a	  formal	  support	  program	  designed	  for	  people	  diagnosed	  with	  terminal	  cancer	  reduces	  the	  risk	  of	  contaminating	  the	  sample.	  Participants	  should	  be	  at	  least	  18	  years	  of	  age,	  fluent	  in	  English,	  and	  diagnosed	  with	  a	  terminal	  cancer.	  There	  are	  several	  layers	  of	  gatekeeping	  in	  acquiring	  a	  sample	  of	  such	  a	  vulnerable	  population,	  including	  the	  hospitals,	  oncologists	  and	  other	  members	  of	  medical	  teams,	  the	  families	  of	  potential	  participants,	  and	  the	  participants	  themselves.	  This	  sample	  could	  be	  most	  easily	  acquired	  by	  partnering	  with	  hospitals	  with	  a	  strong	  oncology	  program	  which	  are	  willing	  to	  work	  with	  researchers.	  	  
Initial	  intake	  survey	  












Identifying	  preparatory	  grief	  	   Preparatory	  grief	  is	  the	  dependent	  variable	  in	  this	  study.	  To	  best	  assess	  the	  effect	  of	  support	  groups	  for	  people	  with	  terminal	  cancer	  on	  	  preparatory	  grief,	  participants’	  preparatory	  grief	  must	  be	  measured.	  In	  the	  context	  of	  this	  research,	  a	  positive	  effect	  on	  preparatory	  grief	  is	  defined	  as	  maximizing	  the	  possible	  benefits	  of	  preparatory	  grief,	  such	  as	  life-­‐reflection,	  and	  personal	  and	  spiritual	  growth,	  while	  minimizing	  its	  risks,	  such	  as	  anxiety,	  depression,	  and	  hopelessness.	  Establishing	  a	  baseline	  before	  participants	  begin	  any	  sort	  of	  structured	  social	  support	  will	  allow	  for	  comparisons	  to	  be	  made	  between	  pre-­‐	  and	  post-­‐tests.	  The	  Preparatory	  Grief	  in	  Advanced	  Cancer	  patients	  (PGAC)	  instrument,	  developed	  by	  Mystakidou	  et	  al.,	  is	  a	  validated	  tool	  which	  assesses	  a	  person’s	  preparatory	  grief.	  This	  self-­‐administered	  survey	  will	  be	  given	  to	  participants	  after	  they	  have	  signed	  the	  informed	  consent	  form	  and	  taken	  the	  initial	  intake	  survey.	  	   Please	  see	  Appendix	  C	  for	  the	  PGAC	  instrument.	  	  
Follow-­up	  survey	  




	   Participants	  will	  then	  be	  asked	  to	  fill	  out	  a	  short	  follow-­‐up	  survey.	  This	  survey	  updates	  some	  of	  the	  information	  collected	  in	  the	  initial	  survey.	  Questions	  will	  include	  the	  treatments	  the	  participant	  has	  undergone,	  whether	  are	  not	  they	  are	  attending	  a	  support	  group,	  and	  what	  other	  kinds	  of	  support	  they	  may	  be	  receiving.	  	  	   Please	  see	  Appendix	  D	  for	  the	  Follow-­‐up	  survey.	  	  	   In	  the	  event	  that	  a	  participant	  is	  unable	  to	  respond	  to	  the	  follow-­‐up	  survey	  because	  they	  are	  either	  physically	  unable	  due	  to	  illness	  or	  because	  they	  have	  died,	  the	  proxy	  identified	  in	  the	  initial	  stage	  of	  the	  study	  will	  be	  asked	  to	  fill	  out	  the	  survey	  in	  their	  place.	  A	  new	  measure,	  separate	  from	  the	  measure	  listed	  above,	  which	  reports	  the	  proxy’s	  perceptions	  of	  the	  participant’s	  preparatory	  grief	  and	  successfulness	  of	  social	  support	  must	  be	  made	  in	  order	  to	  incorporate	  this	  additional	  source	  of	  information.	  	  
Proposed	  analysis	  




class,	  gender,	  type	  of	  cancer,	  and	  type	  of	  cancer	  treatment	  on	  preparatory	  grief,	  a	  multivariate	  analysis	  will	  be	  explored.	  	  	  
Results	  	   The	  results	  of	  this	  study	  would	  be	  quantitative	  data	  derived	  directly	  from	  the	  series	  of	  surveys,	  and	  possibly	  chart	  reviews.	  The	  measurements	  of	  preparatory	  grief	  as	  provided	  by	  the	  PGAC	  instrument	  both	  pre-­‐	  and	  post-­‐intervention	  will	  be	  assessed	  to	  determine	  the	  pattern	  of	  preparatory	  grief	  over	  time.	  Statistical	  analysis	  of	  the	  data	  would	  reveal	  correlations	  between	  participation	  in	  a	  support	  group	  for	  people	  with	  terminal	  cancer	  and	  preparatory	  grief,	  if	  any	  exist.	  If	  the	  results	  of	  studies	  on	  support	  groups’	  success	  discussed	  in	  the	  literature	  review	  are	  any	  indicator,	  it	  is	  reasonable	  to	  expect	  that	  the	  results	  of	  this	  study	  would	  suggest	  that	  support	  groups	  have	  a	  positive	  impact	  on	  group	  member’s	  preparatory	  grief.	  	  




	   Another	  limitation	  of	  the	  study	  is	  the	  impurity	  of	  the	  control	  condition.	  For	  the	  sake	  of	  simplicity,	  all	  participants	  who	  are	  not	  in	  a	  support	  group	  specifically	  designed	  for	  people	  with	  terminal	  cancer	  have	  been	  included	  in	  the	  control	  condition.	  A	  more	  sophisticated	  study	  would	  contain	  three	  conditions:	  an	  experimental	  condition	  composed	  of	  participants	  in	  support	  groups	  for	  people	  with	  terminal	  cancer,	  a	  second	  experimental	  condition	  composed	  of	  participants	  who	  have	  social	  support	  outside	  of	  support	  groups	  for	  people	  with	  terminal	  cancer,	  and	  a	  final	  control	  condition	  for	  participants	  who	  are	  not	  receiving	  social	  support.	  This	  design	  would	  allow	  for	  clearer	  results	  to	  be	  drawn	  from	  the	  research.	  However,	  the	  present	  design	  is	  not	  confounded	  by	  its	  conditions	  and	  still	  serves	  the	  important	  purpose	  of	  studying	  the	  impact	  of	  support	  groups	  for	  people	  with	  terminal	  cancer	  on	  preparatory	  grief.	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identify	  you,	  and	  no	  one	  else	  except	  myself	  and	  the	  other	  researchers	  on	  my	  team	  will	  have	  access	  to	  your	  survey.	  








Appendix	  B:	  Initial	  intake	  survey	  Initial	  Intake	  Survey	  	  
Participant	  ID	  number:	  ___________________	  
Date:	  (_________/_________/_________)	  
Please	  provide	  us	  with	  your	  contact	  information	  
	   Phone	  number:	  (______-­‐______-­‐____________)	  	   Email:	  ______________________________	  	   Mailing	  address:	  ____________________________________________________________________	  
Date	  of	  birth:	  (_________/_________/_________)	  
Please	  select	  one	  answer	  to	  each	  of	  the	  following	  questions.	  
1.	  What	  is	  your	  gender?	  	  
1 	  Man	  	  2 	  Woman	  3 	  Other	  	  
2.	  What	  is	  your	  race?	  
1 	  White	  	  2 	  Black	  or	  African	  American	  3 	  American	  Indian	  or	  Alaskan	  Native	  4 	  Asian	  5 	  Native	  Hawaiian	  or	  Other	  Pacific	  Islander	  	  
6 	  Two	  or	  more	  races	  (please	  specify)	  
3.	  Are	  you	  of	  Hispanic	  origin?	  	  




4.	  What	  is	  the	  highest	  level	  of	  education	  you	  have	  completed?	  
1 	  Junior	  high	  or	  less	  2 	  High	  school	  3 	  Some	  college	  	  	  
4 	  Associate’s	  degree	  	  5 	  Bachelor’s	  degree	  6 	  Master’s	  degree	  	  
7 	  Doctorate	  and	  above	  	  
5.	  What	  is	  your	  marital	  status?	  	  
1 	  Single	  2 	  Partnered	  or	  Married	  3 	  Divorced	  4 	  Widowed	  	  
6.	  What	  is	  your	  total	  household	  income:	  
1 	  Less	  than	  $10,000	  	  2 	  Between	  $10,000	  and	  $30,000	  	  
3 	  More	  than	  $30,000	  	  
7.	  How	  many	  people	  are	  in	  your	  household,	  including	  yourself?	  
1 	  1	  person	  2 	  2	  people	  3 	  3	  people	  4 	  4	  people	  	  
5 	  5	  people	  6 	  6	  or	  more	  people	  
8.	  Have	  you	  ever	  been	  diagnosed	  with	  a	  psychological	  disorder	  by	  a	  doctor,	  or	  
licensed	  counselor	  or	  therapist?	  	  
1 	  Yes	  2 	  No	  3 	  I	  don’t	  know	  
9.	  When	  we	  you	  diagnosed	  with	  a	  psychological	  disorder?	  
1 	  Please	  specify	  ___________________________	  2 	  I	  don’t	  know	  
10.	  What	  psychological	  disorder	  were	  you	  diagnosed	  with?	  
1 	  Please	  specify	  ___________________________	  2 	  I	  don’t	  know	  
11.	  What	  kind	  of	  cancer	  have	  you	  been	  diagnosed	  with?	  





12.	  When	  were	  you	  first	  diagnosed	  with	  cancer?	  	  
1 	  Please	  specify	  ___________________________	  2 	  I	  don’t	  know	  
13.	  When	  did	  you	  learn	  your	  cancer	  was	  terminal?	  	  
1 	  Please	  specify	  ___________________________	  2 	  I	  don’t	  know	  
14.	  What	  treatments	  have	  you	  undergone	  for	  your	  cancer?	  This	  question	  may	  
have	  multiple	  answers,	  check	  all	  that	  apply.	  
1 	  None	  2 	  Radiation	  therapy	  3 	  Chemotherapy	  4 	  Surgery	  5 	  Opioids	  	  	  
6 	  Alternative	  medicine	  7 	  Other	  
15.	  Are	  you	  involved	  in	  a	  support	  group	  for	  people	  with	  terminal	  cancer?	  	  
1 	  Yes	  2 	  No	  
16.	  Are	  you	  interested	  in	  a	  support	  group?	  	  
1 	  Yes	  2 	  No	  
17.	  If	  you	  are	  not	  interested	  in	  a	  support	  group,	  are	  you	  receiving	  social	  
support	  elsewhere?	  	  
1 	  Yes	  2 	  No	  
18.	  If	  you	  are	  receiving	  social	  support	  outside	  of	  a	  support	  group	  for	  people	  
with	  terminal	  cancer,	  what	  kind	  of	  support	  is	  it?	  	  
1 	  Individual	  counseling	  or	  psychotherapy	  2 	  Group	  counseling	  or	  psychotherapy	  3 	  Religious	  guidance	  or	  counseling	  4 	  Community	  group	  	  




In	  the	  event	  that	  you	  are	  unable	  to	  complete	  a	  follow	  up	  survey,	  please	  name	  a	  
proxy:	  	  
	  Proxy	  name:	  ________________________________	  Relationship	  to	  proxy:	  _____________________________	  	  
Please	  provide	  us	  with	  your	  proxy’s	  contact	  information:	  
	   Proxy	  phone	  number:	  (______-­‐______-­‐____________)	  	   Proxy	  email:	  ______________________________	  	   Proxy	  mailing	  address:	  ___________________________________________________________	  	  




Appendix	  C:	  Preparatory	  Grief	  in	  Advanced	  Cancer	  (PGAC)	  patients	  scale	  Preparatory	  Grief	  in	  Advanced	  Cancer	  (PGAC)	  patients	  scale	  	  Developed	  by	  Mystakidou	  et.	  al	  (2005),	  originally	  published	  in	  Supportive	  care	  in	  




21.	  I	  feel	  that	  I	  have	  unfulfilled	  wishes.	  ____	  22.	  I	  feel	  that	  I	  have	  unfinished	  business	  that	  I	  have	  to	  take	  care	  of.	  ____	  23.	  I	  feel	  that	  death	  would	  be	  a	  release.	  ____	  24.	  I	  cannot	  recognize	  my	  body	  anymore.	  ____	  25.	  I	  believe	  in	  life	  after	  death.	  ____	  26.	  I	  am	  afraid	  that	  I	  have	  lost	  my	  dignity.	  ____	  27.	  I	  feel	  I	  have	  lost	  my	  independence.	  ____	  28.	  I	  would	  like	  to	  live	  up	  to	  100	  years	  old.	  ____	  29.	  Recently	  I	  have	  often	  had	  a	  high	  pulse	  rate.	  ____	  30.	  I	  am	  not	  interested	  in	  anything	  any	  more.	  ____	  31.	  I	  have	  lost	  my	  faith	  in	  God.	  ____	  
	  




Appendix	  D:	  Follow-­‐up	  survey	  Follow-­‐up	  survey	  	  
Participant	  ID	  number:	  ___________________	  
Date:	  (_________/_________/_________)	  
Please	  select	  one	  answer	  to	  each	  of	  the	  following	  questions.	  
1.	  Are	  you	  filling	  out	  this	  survey	  for	  yourself,	  or	  someone	  else?	  	  
1 	  Myself	  	  2 	  Someone	  else	  
If	  you	  are	  filling	  out	  this	  survey	  for	  someone	  else,	  please	  	  
respond	  to	  the	  following	  questions	  with	  the	  answers	  you	  believe	  	  
the	  person	  you	  are	  filling	  out	  this	  form	  for	  would	  choose.	  	  
2.	  What	  is	  your	  marital	  status?	  	  
1 	  Single	  2 	  Partnered	  or	  Married	  3 	  Divorced	  4 	  Widowed	  	  
3.	  What	  is	  your	  total	  household	  income:	  
1 	  Less	  than	  $10,000	  	  2 	  Between	  $10,000	  and	  $30,000	  	  
3 	  More	  than	  $30,000	  	  
3.	  How	  many	  people	  are	  in	  your	  household,	  including	  yourself?	  
1 	  1	  person	  2 	  2	  people	  3 	  3	  people	  4 	  4	  people	  	  
5 	  5	  people	  6 	  6	  or	  more	  people	  
4.	  Have	  you	  ever	  been	  diagnosed	  with	  a	  psychological	  disorder	  by	  a	  doctor,	  or	  
licensed	  counselor	  or	  therapist?	  	  




5.	  When	  we	  you	  diagnosed	  with	  a	  psychological	  disorder?	  
1 	  Please	  specify	  ___________________________	  2 	  I	  don’t	  know	  
6.	  What	  psychological	  disorder	  were	  you	  diagnosed	  with?	  
1 	  Please	  specify	  ___________________________	  2 	  I	  don’t	  know	  
7.	  What	  treatments	  have	  you	  undergone	  for	  your	  cancer?	  This	  question	  may	  
have	  multiple	  answers,	  check	  all	  that	  apply.	  
1 	  None	  2 	  Radiation	  therapy	  3 	  Chemotherapy	  4 	  Surgery	  5 	  Opioids	  	  	  
6 	  Alternative	  medicine	  7 	  Other	  
8.	  Are	  you	  involved	  in	  a	  support	  group	  for	  people	  with	  terminal	  cancer?	  	  
1 	  Yes	  2 	  No	  
9.	  If	  you	  are	  not	  in	  a	  support	  group	  for	  people	  with	  terminal	  cancer,	  are	  you	  
receiving	  social	  support	  elsewhere?	  	  
1 	  Yes	  2 	  No	  
10.	  If	  you	  are	  receiving	  social	  support	  outside	  of	  a	  support	  group	  for	  people	  
with	  terminal	  cancer,	  what	  kind	  of	  support	  is	  it?	  	  
1 	  Individual	  counseling	  or	  psychotherapy	  2 	  Group	  counseling	  or	  psychotherapy	  3 	  Religious	  guidance	  or	  counseling	  4 	  Community	  group	  	  
5 	  Family	  and	  friends	  6 	  Other	  
Thank	  you	  for	  your	  valuable	  time.	  	  
